T he single most significant threat to the security of elderly Americans and their families today is the cost associated with long-term care. It is often not until chronic illness occurs that most older Americans discover that the range of services they need is not furnished by existing public programs or covered by private insurance. Federal policymakers have been aware for some time of the need to develop a national long-termcare policy. The confluence of several trends, howevernotably, a rapid growth in the elderly population, the burgeoning costs of nursing home and other care, and an evolution of the family structure in our society -have combined with other issues to propel long-term care to the forefront of the health policy debate. Most recently, the report of the U.S. Bipartisan Commission on Comprehensive Health Care (1990) , also known as the Pepper Commission, has renewed discussion on this compelling problem
The lack of a rational, coherent system of long-term care also impedes optimal access to occupational therapy services, an important component in the continuum of care necessary for the maximization of functional capacity, independence, and quality of life for the elderly. Occupational therapy services, when available under existing federal and state programs, are frequently limited by statute or regulation in their scope, duration, or provision setting. These barriers, often perplexing and illogical, frustrate the potential of occupational therapy in enhancing the lives of those needing long-term-care services. In this article, I sought to examine some of the trends that are driving the long-term-care debate, the deficiencies in existing federal policy, and the prospects for reform.
The Long-Term-Care Population
Estimates of the long-term-care population, that is, the number of Americans of all ages in need of long-term-care services, are imprecise, primarily because of a lack of reliable data on the number of people in the noninstitutionalized population who currently receive only informal care. Estimates also vary depending on the standard used to assess degree of disability. Recent studies measuring assistance required with one or more activities of daily living or instrumental activities of daily living have suggested that approximately 11 million people spanning all age grou ps are dependent on assistance from others to meet these basic needs (U.S. Bipartisan Commission on Comprehensive Health Care, 1990) .
Elderly persons living in the community or in nursing facilities constitute two thirds of the long-term-care population (U.S. Bipartisan Commission on Comprehensive Health Care, 1990) . The disabilities of this group usuaJly result from stroke or such chronic conditions as heart disease, osteoporosis, or Alzheimer disease and related dementias. Most persons under 65 years of age who require long-term care reside in the community and have congenital or developmental conditions, chronic conditions such as multiple sclerosis, or disability resulting from traumatic injury (U.S. Biparrisan Commission on Comprehensive Health Care, 1990) . Consequently, although the long-term-care population spans all age groups, the elderly are the primary recipients of such care because of their high risk of chronic conditions resulting in disability and functional impairment. Of the estimated 7.1 million people over the age of 65 years who need longterm-care services, 5.6 million live in the community, with the remaining 1.5 million elderly residing in nursing homes (U.S. Biparrisan Commission on Comprehensive Health Care, 1990).
Demographic Trend
Shifts in demographic trends are among the principal forces driving the increased demand for long-term-care services. At the beginning of the 20th century, life expectancy in the United States was approximately 50 years. Today, life expectancy averages 75 years. A man who survives to 65 years of age can expect to live another 15 years; a woman, another 19 years. Millions of Americans can now expect to live beyond the age of 85 years and, in many instances, well beyond that age (O'Shaughnessy & Price, 1988) .
Due to advances in health care and social policies that have facilitated access to care, the number of elderly persons has been growing at a much faster rate than the Table 1 ). Federal and state programs combined cover just over half of the total costs. The largest single source of government support is Medicaid, the federal-state entitlement program that pays for medical services for eligible low-income persons. Medicaid accounts for 90% of all public spending for nursing home care and more than 60% of the public dollars expended on home health care. Conversely, Medicare, the federal health insurance program for the nation's elderly, contributes a negligible amount toward the COSt of care in either setting, Medicare payments for nursing home stays amounted to less than $1 billion in 1988, and program expenditures for home health care services totaled $2.6 billion (U.S. Bipartisan Commission on Comprehensive Health Care, 1990) .
The burden of providing long-term care in any setting, as compared with acute care and other health care services, is disproportionately borne either by the persons needing the care or by their families. ]n 1988,43% of all spending on long-term-care services was financed through out-of-pocket payments by persons or families Private insurers and private organizations furnished a little more than 3% of all payments for long-term-care ser- Compounding this financial burden, a preponderance of long-term care for the elderly is provided informally. Between 70% and 80% of the disabled elderly liVing in the community depend entirely on unpaid assistance from family, friends, or both. These informal caregivers are themselves vulnerable as a grour and face competing familial responsibilities. The caregivers are predominantly women, and more than one third are themselves over the age of 65 years (see Figure 1) . Most have family incomes near or below the poverty level, and one in three are in poor health (U.S. Bipartisan Commission on Comprehensive Health Care, 1990).
Current Public Programs
Although support for long-term-care services from public programs does exist and in fact involves substantial amounts of public funds, these efforts are uncoordinated and skewed inordinately toward institutional care. Many federal programs provide long-term-care assistance either directly or indirectly, through the provision of cash, goods and services, or in-kind transfers (U.s. Senate, Special Committee on Aging, 1989).
As previously noted, Medicare and Medicaid constitute the major focus of public supr0rt for communitybased and institutional long-term-care services. A5 currently structured, however, neither program lends itself to the furnishing of appropriate or effective long-termcare services, nor are they structured to optimize occurational therapy intervention. Medicare covers up to 100 days of care in a nursing home under the skilled nursing facility benefit, but eligibility standards require the beneficiary to be in need of daily skilled nursing or rehabilitation care. Only one third of all elderly persons who enter nursing homes meet these requirements (U.S. Bipartisan Commission on Comprehensive Health Care, 1990).
Additionally, beneficiary cost sharing commences after 20 days, and the daily rate, pegged at a rercentage of the Medicare hospital deductible, generally exceeds the daily cost of nursing home care. Consequently, even those who meet the eligibility requirements do not benefit from the coverage. Similarly, Medicare's home health care benefit is limited to those who are homebound and in need of skilled nursing or rehabilitation care. These criteria again restrict eligibility as well as the scope and duration of services available. Occupational therapy services are particularly restricted under the Medicare home health care benefit. A beneficiary must be in need of a qualifying service (i.e., skilled nursing, rhysical therapy, or speech-language pathology) before occupational therapy may be provided. This current construction of the law, which denies access to those who may need only occupational therapy, can result in the unnecessary use of qualifying services, recurring disability, and unnecessary hospitalization or nursing facility placement.
The Medicaid program, while being the primary public source of nursing home care, is a payer of last resort. States are also required to provide home care services through Medicaid, but are granted wide latitude in establishing eligibility, rayment rates, and duration and scope of services. This results in suhstantial variation between states and an overall low rate of home health care expenditures under the program. All state Medicaid programs comhined provided home health care services to only 593,000 persons in fiscal year 1986 (U.S. Congress, House Committee on Energy and Commerce, 1988). Ac- The Title xx: program allocates federal funds according to a formula based on state population. States are allowed flexibility in establishing eligibility, which generally restricts participation to low-income categories. And because the Social Security Block Grant program's mission is to furnish a range of services to various populations, it faces competing demands and can provide only limited services to the elderly in need of long-term care.
In addition, Title xx: funding levels have declined in real terms since 1980 (O'Shaughnessy & Price, 1988) .
The Older Americans Act also funds a broad array of supportive services for the elderly, such as homemaker and home health aide services, chore maintenance assistance, and nutrition services. Though services under this act are provided without the restrictions imposed by Medicare and without the asset and income tests reqUired by Medicaid, overall funding and the number of people served are limited. Most of the act's funding goes to the support of nutritional services, senior centers, and community service employment (U.S. Senate, Special Committee on Aging, 1989).
Publi<.. Reform Trends
Although the question of how to construct and finance a more comprehensive long-term-care system has moved to the forefront of the health policy debate, the concern and attention is not new. Creation of federal task forces on long-term-care issues as well as federal investment in research and demonstration projects to identify cost-effective alternatives dates back to the late 1960s and early 1970s (O'Shaughnessy & Price, 1988 ). An awareness among policymakers that existing programs render only limited support for noninstitutionalized care as well as a concern about fragmentation and lack of coordination in federal efforts has led to a proliferation of new proposals. Congress has, however, proceeded cautiously and taken an incremental approach to the expansion of home-and community-based care.
Over the past decade, the Medicaid program has become the principal laboratory for Congress's exploration of alternative models for the provision of long-termcare services. In 1981, as part of the Omnibus Budget Reconciliation Act (Public Law 97-35), Congress established a new option for states desiring to use innovative methods of proViding home-and community-based services. Under this Section 2176 waiver program, the federal government can waive certain provisions of Medicaid law to allow a state to develop cost-effective alternatives for providing services or reimbursement. States may provide coordinated, non institutionalized services for specific groups of persons who are at risk of institutionalization or who are in institutions and need assistance for placement back in the community (U.S. Congress, House Committee on Energy and Commerce, 1988) .
The Section 2176 waiver program allows states to target populations identified as needing extended care, such as elderly persons or persons with disabilities, mental retardation, or chronic mental illness. States can limit the overall number of people receiving services, restrict the program to certain geographic areas, include optional services not covered under their standard Medicaid program, and provide nonmedical services. Optional services that may be provided include homemaker, home health aide, and personal care services; medical day-care services; hospice care; and partial hospitalization and clinical services for persons with chronic mental illness. A state may also cover specific social or medical-social services that ordinarily would not be covered by Medicaid, including respite care, habilitation services, and psychosocial rehabilitation. States' use of the Section 2176 waiver programs is, however, constrained by budget neutrality requirements. That is, the average per capita costs for services furnished under a waiver cannot exceed the costs that would have been incurred had the person been institutionalized. In many states with limited nursing home vacancies, a cost savings is difficult to verify; many potential waiver program participants could not have entered a nursing facility anyway due to a lack of available space (U.S. Congress, House Committee on Energy and Commerce, 1988).
The most recent data available indicate that 42 states had a total of87 regular Section 2176 programs operating. Of these 87 programs, 42 are targeted to persons who are elderly and disabled, although only 79,000 persons within that population were actually served nationwide (U.S. Congress, House Committee on Energy and Commerce, 1988) .
Although no published data allow an assessment of the scope of use of occupational therapy services nationally under Section 2176 waiver programs, (his authority does offer an alternative to conventional service provision systems for occupational therapy intervention. Further, to the extent that these waivers may be the building blocks for any incremental expanSion of broader longterm-care coverage by Congress, efforts to foster greater understanding of and participation in these programs by occupational therapy practitioners will be extremely important (see Table 2 ).
In an effort to address the difficulty that states with limited nursing home beds have in partiCipating in the Legislative proposals introduced in recent years include a variety of approaches for the establishment of a federal system to provide long-term care. These proposals vary in their approaches and contain differing benefits, financing mechanisms, and administrative features. Many of them focus on home-and community-based care, others include long-term nursing home benefits, and still others seek to expand private financing for long-termcare services through various tax incentives. Some of the major proposals recently crafted by key health care policymakers in Congress are described below.
Elder Care Long-Term Assistance Act (HR 3140) . This act, introduced by Representative Henry Wa,xman (D-CA), would amend the Medicare program to provide coverage of nursing home and home-and communitybased services to chronically dependent persons. Payment for home and community services would depend on the person's degree of limitations in activities of daily living or cognitive impairment, and coverage would be limited to an average of 30 hr per week. The measure would cover two thirds of the cost of nursing home care after the first 60 days for a period of 2 years. Subsequently, the beneficiary could be responsible for 10% of the cost jutl' /99/, Volume 45, Numher 7 of care. Financing of the new benefits would be achieved through elimination of the cap on wages subject to the Medicare and Social Security payroll tax.
Llfecare Long-Term Care Protection Act (5. 2163 and H.R 4093). These proposals, introduced by Senator
Edward Kennedy (D-MA) and Representative Mary Rose Oakar (D-OH), respectively, would amend the Public Health Service Act to provide comprehensive coverage for nursing home and home-and community-based care services for persons 65 years of age or older, persons with disabilities on Medicare, or persons under 19 years of age who are functionalJy dependent in at least two or more activities of daily living. The program would, like Medicare, have two parts. Part A (mandatory participation) would provide 6 months of nursing home care and community-based care with modest copaymenrs. Part B (optional participation) would cover nursing home stays that exceed 6 months. Persons could enroll at the age of 45 years or 65 years, with a separate and lower premium for those entering at the earlier age. Part B would cover 65% of the costs of nursing home care. The beneficiary, through out-of-pocket spending, insurance, or Medicaid, would cover the balance. Financing would be through elimination of the cap on income subject to the Medicare and Social Security payroll tax.
lv/ediplan Act (H.R, 5300). This act, introduced by
Representative Fortney Stark (D-CA), amends the Social Security Act to provide universal health insurance ancl long-term-care services. It would furnish nursing home care to those who are dependent in at least three activities of daily living and home-and community-based care for persons dependent in at least two activities of daily living. When fully implemented, it would cover comprehenSive nursing home care after a 2-month deductible. Home-and community-based henefits would cover home health care, homemaker, and personal care services as well as adult day care. All benefits would require a 20% copayment. Persons with incomes below 200% of the federal poverty level would be exempt from the deductible and copayments. Financing would be achieved through a new 4% tax on all individual and corporate income.
Long-Term Care Assistance Act (S. 2305) This act,
introduced by Senator George Mitchell (D-ME) , amends Medicare to provide coverage of long-term home care services, home-and community-based respite care, and long-term nursing home services for qualified beneficiaries who are functionally dependent in at least two activities of daily living. Beneficiaries would be eligible for coverage of nursing home care after a 2-year stay in an approved facility, with a 30% cost-sharing requirement. The bill would impose a $500 deductible for home health care, with a 20% copayment. Respite care is subject to a 50% copayment, with a $2,000 cap per year. Financing would be achieved through a combination of beneficiary premium increases, copayments, estate and gift taxes,
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and elimination of the cap on income subject to the Medicare payrolJ tax.
All of these legislative proposals incorporate many common themes. Occupational therapy is covered in the home-based, community-based, and nursing facility benefits that all of these proposals would establish. All of the proposals generally rely on case-management agencies to oversee comprehensive needs assessments and to coordinate care plan development. The measures also use varying degrees of activities of daily living deficiency and cognitive impairment as the determinants for eligibility, and they mandate screening through assessments conducted by multidisciplinary teams of health care professionals and the use of uniform assessment instruments.
Many other legislative proposals relating to longterm care have been introduced in Congress in recent years. Those outlined above, however, represent recent measures advanced by key health policymakers who chair congressional committees or subcommittees with legislative jurisdiction over the long-term-care issue. The current views of these policymakers, as embodied in their respective proposals, are reliable indicators of the possible structure and scope of any future system of long-term care.
The PL'pp r Cllmmi:>sion
Responding to a heightened sense of public concern over access to health care and the long-term-care problem, Congress established the U.S. Bipartisan Commission on Comprehensive Health Care as part of the Medicare Catastrophic Coverage Act of 1988 (Puhlic Law 100-360). Referred to as the Pepper Commission after the late representative Claude Pepper (D-FL) , who was the driving force behind its creation and the panel's first chairman, the Commission was established to study and make recommendations on how to achieve comprehensive health care for all Americans and how to consrrucr and finance a system of long-term care. Although most portions of the ill-fared catastrophic legislation were repealed approximately 18 months after enactment, the provision establishing the Commission was retained. Those responsible for its creation hoped that the Commission's work would contribute substantially to the development both of a policy and of political consensus on addressing the nation's long-term-care needs. Comprising 12 members of Congress and 3 members appointed by President Reagan, the Commission met and held public hearings around the country for almost 2 years and analyzed broad options for dealing with the long-term-care problem, including expansion of exisring programs such as Medicaid, the promotion of private insurance, and the establishment of a new social insurance program.
AOTA, along with other members of the National Rehabilitation Caucus, a coalition of associations repre-senting health care professionals, providers, and consumer groups, presented joint testimony to the Commission. Their testimony outlined the serious deficiencies in existing long-term-care services relating particularly to access to occupational therapy and other rehabilitation services and highlighted several principles that AOTA viewed as fundamentally important to the Commission's deliberations and final recommendations. Among the recommendations were the following:
1. The objective of any program of long-term care should be to allow its beneficiaries to continue to live a life of quality and dignity, with emphasis on independence, autonomy, and responsibility. 2. Eligibility for long-term-care assistance should not be determined by age, income, or other resources, but rather, by a measure of the person's ability to perform activities of daily living as well as his or her degree of mobility and communication. 3. Coverage should be universally assured for all populations, and no one should be excluded due to preexisting conditions. 4. Long-term-care benefits should cover a comprehensive, defined spectrum of appropriate rehabilitation and social services, both institutional and home-or community-based, without financial bias toward any setting.
Continuity of care and coordination of services
should be assured through appropriate case management, with full participation by qualified rehabilitation professionals.
6. Support from family members and other informal caregivers should not jeopardize a person's eligibility for necessary formal services, and adequate provision for respite care must be included.
The Pepper Commission issued its final report in
September 1990. Many of the principles enumerated by AOTA and other caucus members were incorporated into the Commission's recommendations. As a means of allocating public resources most effectively, assuring people of all incomes adequate protection, and striking a balance between the public and private sector roles, the Commission outlined a limited social insurance program. This blueprint integrates a new public program of homebased, community-based, and nursing home care with private insurance. The Commission recommended that severely disabled persons of all ages be eligible for the public program, contingent on their meeting one of three disability criteria: (a) the need for hands-on or supervisory assistance with three out offive activities of daily living; (b) the need for constant supervision because of cognitive impairment that impedes ability to function; or (c) the need for constant supervision because of behaviors that are dangerous, disruptive, or difficult to manage. Eligibility would be determined by a state or local government or nonprofit assessment agency with the use of standardized assessment criteria. Case managers would oversee development of individual care plans and determine the scope and mix of services tailored to the beneficiary's needs.
Services authorized under the public program would include skilled nurSing, occupational therapy, physical therapy, and speech-language pathology as well as a broad range of personal care and homemaker chore services, medication management, and day care for disabled adults and children. Respite care and training of family members in the provision of home-based care and supportive counseling for family caregivers would also be included.
Under the home-and community-based care benefit, services would be available to eligible beneficiaries living in boarding and nursing care facilities and other types of assisted liVing as well as those living in private homes. Nursing home coverage would be proVided for the first 3 months of care with full protection of a person's income and asseLS. Both skilled and custodial care would be provided.
Under both the home-and community-care benefit and the 3-month nursing home benefit, beneficiaries would be responsible for a 20% copayment, with federal subsidies for those with incomes below 200% of the federal poverty level.
For those with a need for nursing home stays longer than 3 months, the Commission recommended the establishment of a floor of asset and income protection to eliminate the risk of impoverishment. For those who meet the disability criteria, this program would replace the Medicaid program. The federal government would assume financial responsibility for the home-and community-based care program and the 3-month front-end nursing home coverage. The federal and state government would share responsibility for the extended nursing home coverage benefit. The federal government would contract with the states to administer all aspects of the program under federal standards and guidelines. The Commission envisioned a 4-year phase-in period for full implementation of the public program. Limited home and community care would commence in the first year; nursing home coverage, in the second year; and full benefits, in the fourth year. The Commission also recommended several initiatives to facilitate the use of private longterm-care insurance to fill the gaps not covered by the public plan.
Finally, the Commission concluded that the federal government should increase funding or redirect existing funds for research and development efforts aimed at preventing, delaying, and dealing with long-term illnesses and disabilities. The effort should include research on outcome measures and national practice guidelines in long-term care.
Outlook for Long-Term-Care Reform
The Pepper Commission's recommendations received mixed reacrions. Most observers applauded the Commission's work in more clearly defining the nature and scope of kmg-term-care needs, and many endorsed the combination of social insurance and income protecrion, which constitute their benefit package. Many believed that the Commission's fundamental failing, however, was its inability {O achieve an agreement on specific recommendations for financing the proposals. The recommendations in the Commission's report would result in a net new federal cost of $42.8 billion, that is, $24 billion for home and community care and $18.8 billion for nursing home care.
The enormous COSt of comprehensive !emg-term care along with the parallel and competing need {O address the problems of the millions of Americans without health insurance coverage will remain the primary stumbling block {O significant progress. The current fiscal environment, which involves huge federal budget deficits and many competing and pressing social needs, allows only for incremental progress {Oward the provision of a broader range of long-term-carc services for the elderly.
One additional incremental step was taken at the AOTA has undertaken specific initiativcs {O broaden underStanding of long-term-care issues and to foster leadership skills within the profession to facilitate participation in policy making and long-term-care system design.
Representative Assembly action in 1990 led {O the Executive Board's appointment of a Long-Term-Care Task Force. The task force's charge is to develop educational plans and materials for practitioners and educational programs to address emerging long-term-care issues. In addition, in 1992, the Executive Board's Ad Hoc Commiuee on Leadership will oversee implementation of an indepth, multi phased training initiative on advocacy and leadership in long-term care that will focus on consumers, providers, and systems.
Although a comprehensive federal program of longterm care will probably not occur in the near future, increased concerns and demands by their constituencies will maintain congressional interest and emphasis on exploring alternatives to traditional long-tcrm care. The challenge to the occupational therapy profession will be to continue asserting and defining its role as an essential component of long-term care and to maintain a voice in the evolving public policy debate on the development of alternatives. To achieve these goals will reqUire a sustained activism in the legislative and political arenas at both the state and national levels. A renewed commitment on the part of individual practitioners to a strong and effective state association presence in state legislatures, continued support for a national voice in Congress, and a willingness to participate in grass-roots lobbying effons and political aCtion will all be critical in the ensurance of a central role for occupational therapy in meeting the needs of the nation's long-term-care population ....
